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using content analysis. Where relevant, actual quotations from the respondents were used to support the findings.
Results

Response rates
Five hundred and two surveys were returned. Of these, 478 were completed (an additional 24 were returned blank because addressees were no longer at the marked address or no longer in post). Where given, explanations for non-return included insufficient knowledge of JIA (n ¼ 17), insufficient time to complete questionnaire (n ¼ 2), and questionnaire not considered a business priority (n ¼ 1). The overall response rate was 29%. However, this varied considerably between the professional organizations, ranging between 9 and 90% ( Table 2 ).
Section 1: respondent demographics and practice data
As illustrated by Fig. 1 , the sample reflected a multidisciplinary composition. The data also reflected geographical diversity, including contributions from urban and rural environments within England, Wales, Scotland and Northern Ireland. Respondents were employed within a wide range of settings, including a range of rheumatology centres (secondary, tertiary, university hospitals), voluntary organizations and educational and vocational agencies as well as the private sectors. Most respondents (91%) had direct professional involvement with adolescents with chronic illness. Sixteen per cent worked with them every day, 26% worked with them several times a week, 20% worked with them several times a month and 29% worked with them several times a year. Nine per cent reported no working relationship with adolescents with chronic illness (primarily employers, teachers and adult rheumatologists). Section 2: multidisciplinary involvement in planning transitional care
As shown in Table 3 , respondents perceived the planning of transitional care as a multidisciplinary activity that should also include patients and parents. Respondents suggested a number of other professionals who may be important in planning transitional care, most notably career advisers, who were nominated by 8% of the sample.
Section 3: informational needs of adolescents with JIA and their parents
The informational/advice needs of adolescents and their parents are displayed in Table 4 , where they are related to aspects of their physical health, psychosocial well-being, and academic/vocational potential. Most topics were frequently rated as 'very important' for both adolescents and parents. However, where comparisons could be made, analyses indicated that respondents generally rated information as more important for adolescents than for parents. There were two exceptions: information concerning 'self-advocacy for the adolescent' and 'managing the adolescents' emotions'. These were rated as more important for parents than for adolescents.
Section 4: resources for patients
The perceived importance of different resource modalities is shown in Table 5 . Respondents suggested several other resources, but not so consistently to warrant further discussion.
Section 5: views of health professionals about the importance of making individualized transition plans for adolescents with JIA
Over three-quarters of health-care professionals (77%) considered individualized transition plans to be 'very important' for adolescents with JIA. Of the remainder, 19% rated it as 'moderately important' and only 3% as 'minimally important'. No respondent rated it as 'not important' (1% did not know). The majority of health professionals felt that it was also important to address the transitional needs of parents, 75% rating this as 'very important', 23% rating it as 'moderately important', 1% rating it as 'minimally important' and only 1% rating it as 'not important' (1% did not know).
Section 7: views of health professionals about the usefulness of transitional plans in current practice
Over half of the health professionals (53%) reported that a programme of transitional care would be 'very useful' in their current practice. Of the remainder, 28% rated a programme of transitional care as 'moderately useful', 10% as 'minimally useful' and 5% as 'not useful' (4% did not know).
Section 8: views of health professionals about the transitional issues encountered in their current practice
In an open question with qualitative response format, 161 (65%) health professionals reported that they had encountered transitional issues in their current practice. These are presented in Table 6 .
Transfer was a key issue, reported by 46% of respondents, and a recurrent theme was the emotional impact for patients and their parents:
'I am currently attempting to transfer a 17 year old to adult services, I am very aware of the trauma of transferring from a cosy paediatric clinic to the busy elderly rheumatology out patient department. ' Some health professionals noted that some young people failed to attend the adult clinic and became 'lost in the system'. Several respondents attributed this to inadequate preparation for transfer, which was also cited as a main factor in patients' willingness to move.
Several respondents reported that transfer was less difficult for those patients who remained with the same specialist and within the same environment. However, this was not problem-free. Clinic time was often reduced and there were significant losses of multidisciplinary support in the adult clinic.
One concern was the lack of policy to guide transfer, especially in relation to timing and criteria for decision-making. Difficulties in coordination were also evident. Recurrent themes included limited continuity of multidisciplinary support, poor liaison between paediatric and adult providers and inadequate transfer of patient records. For example:
'There is a tremendous difference in the care that they receive in the 'adult world' becoming a 'small fish in a big sea' as opposed to a 'big fish in a small pond'.
'Poor communication . . . Confusion with different approaches to patient care in terms of discussing management with parents or child'.
After transfer, the next most recurrent themes were (i) patients' self-advocacy, decision-making and consent, and (ii) parents. Many respondents acknowledged the reciprocal links between adolescents and their parents and frequently mentioned the need to help empower young people by facilitating interdependence. Parental reluctance to withdraw from young people's care was a major issue and respondents noted that helping parents to 'let go' was central to adolescents' future self-management. Several people also highlighted the difficulties encountered as a result of discordance between adolescents and their parents:
'Balance of parents/guardians wishes re: treatment, consent, medication, promoting physical/emotional maturity/independence, with adolescents. Often end up feeling like ''ACAS [e.g. mediator] in a trade dispute''.' [health professional] Of those who did not identify transitional issues (n ¼ 92, 35%), 46 said that this was not applicable to them, one said that they did not know and 10 said that they had not experienced any transitional issues. Thirty-five respondents left the section blank. Almost two-thirds (63%) of the 'not applicable' responses were given by rheumatology professionals. Moreover, the number of rheumatology professionals who responded 'not applicable' (n ¼ 29) equated to 15% of the total number of rheumatology professionals who participated in the study (n ¼ 196).
Section 9: views of health professionals about the geographical and local issues encountered in providing transitional care
Local issues specific to the working practice of the respondent were reported by 121 (46%) health-care professionals. The specific issues reported are presented in Table 7 .
Of those who did not identify geographical issues (n ¼ 142), 11% said that this was not applicable to them, 8% said they did not know, 31% said they had not identified any geographical issues and 50% left the section blank.
Section 10: views of health professionals about the factors that place adolescents at risk of transitional difficulties Risk factors were identified by 176 (67%) health professionals and are displayed in Table 8 . The main risk factors identified were related to family/parent dynamics (57% of respondents identifying risk factors, 38% of the total health professional sample), including family composition, overprotectiveness, reliance on financial benefits etc. Of those who did not identify risk factors (n ¼ 87), 21% said that this was not applicable to them, 9% said they did not know and 70% left the section blank.
Section 11: views of health professionals about the barriers faced (or anticipated) in providing transitional care
Barriers to providing transitional care were reported by 182 (69%) of the health professionals and are presented in Table 9 . The main barrier identified was that of inadequate resources (68% of respondents who identified barriers). Of those who did not identify barriers (n ¼ 81), 22% said that this was not applicable to them, 2% said they did not know, 5% said they did not face/anticipate any barriers and 70% left the section blank. 
Discussion
This study forms part of the first controlled national study of transitional care in a childhood-onset chronic illness in the UK [18] and, as such, contributes to a previously scarce evidence base. The value of this research also extends beyond the rheumatology field, in that many issues identified as important are generic to many chronic illnesses.
Transitional plans
The majority of professionals in this study considered individualized transition plans to be very important for adolescents with JIA and their parents. This is reassuring in that a US report says that lack of planning was second only to finance as a main reason for failure of successful transition into the adult health-care system [19] . The current results were also concordant with the recent consensus statement from the American Academy of Pediatrics [2] , which considers the preparation of a written health-care transition plan by age 14 as one of the six most critical steps in ensuring a successful transition. This, they propose, should be undertaken in conjunction with the young person and family and should include regular reviews and updates [2] . Unfortunately, although transitional planning is deemed important it does not appear to be reflected in current practice. This is exemplified by an audit of the rheumatology centres participating in the second phase of this study, which has revealed limited documentation of transitional issues [20] . The perceived importance of transitional planning is also at odds with the fact that only 53 and 28% of the professionals surveyed reported that in their current practice such plans would be very or moderately useful, respectively. Such discrepancies may be explained by lack of formal experience in transitional care. Over half (57%) of the health professional respondents certainly identified themselves as having information and/or training needs (data not shown). Recognition of training needs in this area has also been highlighted in the US literature [2] .
Multidisciplinary involvement
In planning transitional care, respondents indicated a preference for multidisciplinary involvement. It is important to state, however, that the level of importance assigned to many services may be artificially low, in that respondents may not have appreciated the importance of those services that were not available within their area of practice. The results certainly echo the premise that health professionals should not work in isolation from other professionals who have an effect on young people's special health-care needs (SHCN) [2] . Within the multidisciplinary team, respondents strongly agreed that young people and parents should assume a central role ( Table 3 ). As such, the results also concur with the Children's Act (1989) [21] and Article 12 of the UN Convention on the Rights of the Child (1989) [22] , which both state that children should be consulted about issues and events that directly affect or shape their lives. Less reassuring is that only 71% respondents rated involvement of adult rheumatologists in transitional care planning as very important (Table 3 ). Yet, by definition, transition involves both paediatric and adult providers and an interested capable adult service is one of six key elements identified for the development of an effective transitional care programme [1, 23] . As such, these results potentially indicate a lack of awareness about the concept of transition. Of additional note is that only 43% of respondents rated the involvement of the general practitioner (GP) as very important. Yet primary care involvement has been acknowledged to be a key element of effective transitional care [1, 23] and the GP may be the only health professional that remains constant during the transfer from paediatric to adult care.
Informational needs
Transitional needs were perceived to be wide-reaching and to necessitate a programme of care that addresses the structural, economic, social and cultural aspects of adolescents' health ( Table 4 ). As such, the results paralleled users' views of patient and parent needs [18] .
In meeting these needs, information/advice was seen to be very important for both adolescents and parents, and where comparisons could be made the needs of adolescents were frequently perceived to be greater than those of parents. This view, however, is not reflected in practice, where there is a paucity of age-appropriate information for adolescents with JIA [6] .
Information about treatment and disease-specific issues were most frequently rated as very important areas of need for young people and their parents (Table 4 ). Similar findings have been shown in a needs assessment of Canadian children with rheumatic diseases and their parents [24] . Other important informational needs included independent living and vocation/employment issues. The latter is of particular significance when one acknowledges that the likelihood that a young adult with JIA is unemployed is greater than the national average, and that this is not necessarily related to the level of disability [9, 10] . It is reassuring, therefore, that in addition to those professionals listed in Table 3 , career advisers were nominated most frequently as other professionals relevant to transitional care. Unfortunately, a UK audit of adolescent rheumatology provision has shown that access to career advisers by adolescent clinics is less than optimal [6] . It is possible, however, that the advent of the Connexions programme in the UK will improve this situation significantly at the national level [see www.connexions.gov.uk]. It has been suggested that lack of knowledge about such career and vocational education services can impede the transition process for young people with SHCN [25] . The findings of this study support recent calls for improved training for paediatricians in vocational issues for young people with chronic illnesses [26] and echo similar appeals in adult rheumatology [27] .
The results also indicate a need to provide information about sexual health. This is relevant to both generic and disease-specific health (e.g. delayed puberty and teratogenic drug therapies). A significant proportion of individuals are reported to be sexually active before transfer to adult rheumatology [11] and problems regarding sexual health have been reported in previous studies [28, 29] . Information about substance misuse was another area of identified need (Table 4) , and is again relevant to both generic and disease-specific health (e.g. interaction of alcohol and methotrexate) [30] .
Informational resources
Provision of information was seen to require multiple methods (Table 5 ). However, methods most frequently rated as very important were skills-based and included social skills training and self-medication teaching programmes, which are not provided formally in many rheumatology clinics currently.
Care must be taken to involve young people in the planning and development of such informational resources. In a recent German study, nearly half of the adolescents judged their available informational services (lectures, structured patient education, support group and self-help group) as not very attractive [31] . Further work to explore which resources the young people themselves value as important is ongoing.
Transitional issues in current clinical practice
Two-thirds of health professionals reported transitional issues in their current practice, more being reported by non-medical personnel. This finding could reflect the fact that adolescent health does not sit comfortably with the current medical model and hence is not acknowledged as easily by medical personnel. Moreover, almost two-thirds (63%) of the 'not applicable' responses were given by rheumatology professionals (data not shown). This is of particular concern because most of these individuals will have to deal with adolescents/young adults with JIA at some point in their careers, and the figure potentially demonstrates a lack of awareness regarding the developmental tasks involved in the transition from adolescence into young adulthood. However, this said, the range of issues reported by health professionals did reflect the broad remit of transitional care ( Table 6 ).
The main issue identified (by 46% of respondents) was transfer, a key event during the transition process (Table 6 ). Another main area was that of self-advocacy, decision-making and consent, reported by 32% of respondents. Adolescents' abilities to manage their arthritis depend not only upon their own personal skills, but also upon the support services and social networks that support these behaviours. Whilst the achievement of this is undoubtedly a difficult task, the results of this study offer evidence to support further developments in this area.
The study also highlighted the significance of parental factors in transitional care for adolescents with JIA, which were reported by 30% of those respondents who identified transitional issues (Table 6 ). With respect to parental informational needs, issues concerned with the transfer of responsibility to adolescents were most frequently rated as very important, more so than diseasespecific issues. Family dynamics were also reported to influence the success of transition (Table 8 ). In a recent study of primary care providers in the USA, family resistance and adolescent resistance were reported to be significant barriers to health transitions for young people with SHCN, but were also considered surmountable [32] . Family support, including negotiation of boundaries, has been reported to be important for successful transition [12] . Risk factors for experiencing transitional difficulties proposed by respondents (Table 8) parallel previous findings that suggest that young people's adaptation to JIA is positively related to increased family cohesion and adaptability [33] , fewer chronic life events and family stressors [33, 34] , better parental mood and emotional resources [35] [36] [37] and fewer parental health-risk behaviours [36] . Meeting parental needs during transition therefore requires recognition in the future development of adolescent rheumatology services, especially as they will have implications for staffing levels, clinic space, the number of patients seen in an adolescent clinic, etc.
Risk factors for transitional difficulties
It is not known which patients are most in need of a transitional programme. However, the risk factors most frequently reported by respondents included family/parent dynamics, adolescent intrapersonal characteristics and disease severity (Table 8) . With reference to the latter, however, there is contradictory evidence that young people with less severe disease may be more at risk of morbidity [37] . This said, 70% of respondents did not identify any risk factors for suboptimal transition for young people with JIA. This finding can be interpreted as either true lack of perceived risk factors or lack of awareness. Interestingly, two population-based studies of young people with chronic conditions have reported uneventful transitions [38, 39] . Conversely, Florentino et al. [40] reported that the quality of medical care for young people with disabilities in the UK declines after transfer to adult services. Further studies of both risk factors and markers of resilience are needed to explore this area further.
Barriers to provision of transitional care
Over two-thirds (69%) of respondents perceived barriers to transitional care for adolescents with JIA in current UK practice. The most frequently reported barrier concerned inadequate resources. The recent report from Bent et al. [41] , showing that a young adult team approach for young people with physical disabilities costs no more to implement than an ad hoc approach and is more likely to enhance the participation in society of young people with physical disabilities, will be useful supportive economic evidence for future service development. Problems of institutional support (e.g. hospital cut-off age and the inability to find an adult provider) have been reported elsewhere to be true rate-limiting steps in developing an organized transition plan for young people with SHCN [32] . Conversely, professional and environmental support was one of four key elements for successful transition proposed by Blum et al. [12] . Barriers to providing transitional care also included poor intra-and inter-agency coordination, which is already well recognized in the literature [23, 42] . Given the financial and time constraints that clinicians now face, research is needed to pilot and evaluate effective strategies for delivering transitional care with limited resources. This is currently being undertaken as the second phase of this study.
Limitations of the study
A number of limitations of this study must be borne in mind. First, the response rate was low (29%). This was despite using several strategies that have been shown to enhance response rates to questionnaires [43] (e.g. using stamped addressed envelopes and providing non-respondents with a second copy of the questionnaire). Unfortunately, with no opportunity to compare the characteristics of respondents with those of non-respondents, it was impossible to ascertain whether the sample exhibited characteristics that may have biased the results. The most frequently reported reason for not responding was insufficient knowledge of JIA. The low response may also reflect the fact that transitional care is a fairly new concept in the UK. With little practical experience of transitional care, it may be that many people felt unable to comment. The response rate is also likely to have been affected by the 'cold-calling' method of delivery and the length of the questionnaire. It can be postulated, therefore, that the sample includes those people most able and/or motivated to identify the transitional needs of adolescents with JIA.
Another potential caveat concerns the format of the qualitative questions. These were posed as open questions (e.g. What barriers do you face/anticipate facing in providing transitional care?) and relied upon written responses that were analysed using content analysis. Unfortunately, it was impossible to determine the reasons for non-responses. For example, failure to answer the above question could indicate that (i) no barriers were faced/ anticipated, (ii) the respondent felt unqualified to answer or (iii) the respondent unintentionally missed the question. Thus, the percentage of professionals who, in this case, report barriers may be artificially low, as one is not able to exclude all those people for whom the question is not applicable (e.g. because of a lack of experience). However, most respondents (91%) reported having direct working experience with adolescents who have a chronic physical condition, such as JIA.
Finally, it is important to remember that the data rely upon the respondents' written reports and may therefore be considered anecdotal. However, whilst peoples' perceptions may not necessarily reflect actual situations, it is individuals' interpretations of their world that guide their actions. Thus, using the example above, addressing perceived barriers may be as important as addressing actual barriers. Several authors have emphasized the important significance of attitudinal barriers to transitional care [29, 32] .
Summary
This study forms part of the first controlled study of transitional care in JIA or indeed, any chronic illness, and, by including a range of disciplines, acknowledges the inter-agency involvement that is integral to transitional care for adolescents with chronic illnesses like JIA. The results are a major contribution to the evidence to support the standards of care proposed for the National Service Framework for Children in the UK, which addresses the needs of young people until the age of 19 yr and is therefore of relevance to providers of care for both paediatric and adult patients [1] . The study highlights the importance of transitional care in the context of JIA and there is consensus across disciplines in the areas of unmet need identified in adolescent rheumatology health-care in the UK. Within the context of JIA, these results have provided part of the evidence base for a structured programme of transitional care. This is currently being implemented in a controlled fashion in 10 rheumatology centres across the UK and coordinated by research personnel in the role of key workers. Evaluation of the short-term outcomes is due for completion in early 2004.
